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Background: There has been little qualitative analysis of the 
experience of stigma, social comparisons, and conception of 
identity among adults with intellectual disabilities (ID). The 
following study aims to develop an understanding of how adults 
with ID experience their own disability, and any implications 
relating to self-esteem, stigma, and social interactions. 
Materials and Methods: Fifteen adults with ID were 
interviewed using semi-structured, open-ended questions 
regarding disability, social interactions, and self-esteem. 
Interviews were analysed independently by two researchers 
using Interpretive Phenomenological Analysis.  
Results: Three major themes emerged during analysis, 
exploring pressure on participants to behave in a socially 
normative way, tendency to produce personal definitions of 
disability, and consistently limited knowledge of and discomfort 
around common disability terminology.  
Conclusions P WĂƌƚŝĐŝƉĂŶƚƐ ? ĐůĞĂƌůǇ ĞǆƉĞƌŝĞŶĐĞĚ ĨĞĞůŝŶŐƐ ŽĨ
difference, despite a lack of articulation. Limited understanding 
of both terminology and conceptualisation of disability status 
could negatively impact self-esteem, person-centred actions, 
and political movement.  




Whilst it is understood that diagnostic labels can have 
an impact on identity-formation and experience of 
stigma for individuals with intellectual disabilities (ID), 
the way in which this population encounters these 
labels has rarely been explored in depth (Gillman, 
Heyman and Swain, 2000). 
Policy 
 Historically, individuals classified as having an 
intellectual disability in the United Kingdom were cared 
for in large, segregated long-stay hospitals (Mansell and 
Ericsson, 1996). An increasing demand for ID residential 
places against a backdrop of overcrowded and costly ID 
hospitals (Report of the Royal Commission on the Law 
Relating to Mental Illness and Mental Deficiency, 1954-
57 (1957)); post-war societal reactionism to labelling 
and stigmatizing people with disorders (e.g. Lemert, 
1951; Becker, 1963); anti-institutionalism which viewed 
hospital practices as oppressive and institutionalising 
(Foucault, 1961; Szasz, 1961; Goffman) and a series of 
public scandals in institutions (see Reports of the 
Committees of Inquiry at: Ely (1969), Farleigh (1971), 
Normansfield (1978), South Ockendon (1974)), 
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accompanied by radical value shifts of normalisation 
and social role valorisation (SRV) (Nirje, 1969; 
Wolfensberger, 1985) and  studies advocating non-
restrictive forms of care (e.g. King, Raynes and Tizard 
1971) led to the transfer of hospital patients to 
community settings in what is now known as the 
 ‘ĚĞŝŶƐƚŝƚƵƚŝŽŶĂůŝƐĂƚŝŽŶŵŽǀĞŵĞŶƚ ? 
The 1971 White Paper Better Services for the 
Mentally Handicapped, which was devised as a response 
to the first major institution scandal at Ely Hospital in 
Cardiff (1969), was followed by a series of initiatives 
including transferring funds from the Health Service to 
locĂůŐŽǀĞƌŶŵĞŶƚ ?ĂŶĚ ‘ĂƌĞŝŶƚŚĞŽŵŵƵŶŝƚǇ ?ĐĞŶƚƌĂůůǇ
funded demonstration projects. The 1990 Health and 
Community Care Act led to the mass closure of hospitals, 
and a mixed-economy, (though one which is now 
arguably mainly privatised), care provision in the 
community currently exists. 
 The White Paper Valuing People (2001) and its 
successor, Valuing People Now (2009) argue that 
professionals and practitioners need to facilitate 
opportunities for legal and civil rights, independence, 
choice and inclusion. Legislation including the Disability 
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Discrimination Act of 1995 and the Equality Act of 2010 
set out legal protections from social exclusion for those 
with ID, and the Mental Capacity Act of 2005 provides a 
framework for facilitating individual decision-making for 
people previously viewed as lacking capacity due to 
diagnosis. Most recently, the Care Act 2014 places a 
duty on councils to position the individual at the heart 
of the care process and establishes a national threshold 
of eligibility for services.  
Identity, self-esteem and stigma 
Although academic work since the 1960s has suggested 
that  “understanding, motivation and self-ĐŽŶƚƌŽů ?are 
ĚĞǀĞůŽƉĞĚ ƚŚƌŽƵŐŚ ŚĂǀŝŶŐ  “Ă ƉƐǇĐŚŽůŽŐŝĐĂůůǇ ŚĞĂůƚŚǇ
self-ŝŵĂŐĞ ? Žƌ  “identity ? (Goffman, 1974), socially 
disenfranchised groups such as those with ID can 
experience exclusion from the dominant culture which 
often leads to the creation of a distinctly separate 
identity favouring characteristics not readily accepted 
by the prevailing culture (ibid). Acceptance and 
understanding of membership to the social category of 
people with ID is regarded as a necessary component to 
ƌĞĂůŝƐƚŝĐĂůůǇĨŽƌŵƵůĂƚĞŽŶĞ ?ƐƐĞůĨ-concept and to develop 
relevant and effective coping mechanisms when 
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interacting with a world that socially devalues disability 
(Szivos and Griffiths, 1990). Yet, whilst professionals, 
policy makers, and researchers agree that the 
definitions used to categorise adults with ID have 
important and wide-ranging implications, very little 
research exists which has sought to understand the 
ŵĞĂŶŝŶŐŽĨďŽƚŚƚŚĞƚĞƌŵŝŶŽůŽŐǇŽĨ ‘ĚŝƐĂďŝůŝƚǇ ? ?ĂŶĚƚŚĞ
embodied experience of it (Schalock and Luckasson, 
2013) from the viewpoint of the individuals with ID 
themselves.  
 There is evidence, however that people with 
ID ? regardless of their awareness of their own disability 
status ? experience stigma, or social treatment based on 
an  “ĂƚƚƌŝďƵƚĞƚŚĂƚŝƐĚĞĞƉůǇĚŝƐĐƌĞĚŝƚŝŶŐ ? ?Goffman, 1974, 
p.13; Brown et al., 2003; Craig et al., 2002). 
Stigmatisation can include overt negative categorising 
and behaviour such as labelling, verbal abuse and 
rejection as well as more insidious social exclusive 
behaviour such as compulsory sterilisation, and 
restricted opportunities (Jahoda et al., 2010; Szivos and 
Griffiths, 1990). A lack of coherent understanding of why 
one occupies a socially devalued role, can result in poor 
self-confidence (Szivos and Griffiths, 1990) leading to 
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secondary outcomes such as poor self-image, poor 
social development and relationships, difficulties in or 
gaining employment, self- or societally-imposed 
restrictions, (Jahoda and Markova, 2004), and a lack of 
social support, and/or sense of belonging (Forrester-
Jones et al, 2006).  
 Edgerton (1967) argued that people with ID 
ĞŶŐĂŐĞŝŶƐƚƌĂƚĞŐŝĞƐƚŽ ‘ďĞůŽŶŐ ?ƚŽĂŵŽƌĞƐŽĐŝĂůůǇǀĂůƵĞĚ 
ŐƌŽƵƉŝŶĐůƵĚŝŶŐ “ƉĂƐƐŝŶŐ ?as a non-disabled person  but 
often with poor psychosocial outcomes.  More recently, 
in a focus group of six adults with ID using a day centre, 
Craig et al., (2002)  found that individuals  often 
expressed great discomfort in identifying with disability. 
 Jahoda et al., (1988), similarly found that people 
with ID recognised their disability as a fundamental fact, 
but rejected a stigmatised status. Davies and Jenkins 
(1997) however, in their 3 year longitudinal study found 
that the knowledge and application of disability to 60 
young adults (18 to 26 years) was relatively infrequent. 
Todd (2000) also found that adolescents with severe ID 
were generally unaware of their stigmatised and 
potentially limiting status, despite the acquisition of that 
status occurring at birth. When interviewed, the 
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majority of the sample did not acknowledge disability, 
and seemed to envision a future very similar to that of 
teens without disabilities.  Similarly, Cunningham and 
Glenn (2004), found through a series of semi-structured 
interviews with young people diagnosed with Down 
^ǇŶĚƌŽŵĞĂŶĚƚŚĞŝƌƉĂƌĞŶƚƐ ? ƚŚĂƚ ƌĞĐŽŐŶŝƚŝŽŶŽĨŽŶĞ ?Ɛ
status as a person with ID occurred infrequently, with 
awareness and verbal expression of experience of 
stigma even less likely to occur.  
 ƌŽĐŬĞƌĂŶĚDĂũŽƌ ?Ɛ ? ? ? ? ? ?offer a theory of self-
protection through identification with a socially 
stigmatised group, arguing that such a strategy can 
shield an individual from stigmatisation. Branscombe, 
Schmitt, and Harvey (1999) further suggest that past 
ĞǆƉĞƌŝĞŶĐĞ ŽĨ ĚŝƐĐƌŝŵŝŶĂƚŝŽŶ ĨƌŽŵ ĂŶ  ‘ŽƵƚ-ŐƌŽƵƉ ?
ŝŶĐƌĞĂƐĞƐŽŶĞ ?ƐŝĚĞŶƚŝĨŝĐĂƚŝŽŶǁŝƚŚĂƐƚŝŐŵĂƚŝƐĞĚŐƌŽƵƉ ?
increases cohesion, and serves to protect well-being 
through insulation. Wills (1981) argues ƚŚĂƚ ‘ĚŽǁŶǁĂƌĚ
ƐŽĐŝĂů ĐŽŵƉĂƌŝƐŽŶƐ ? Žƌ  ũƵĚŐĞŵĞŶƚƐ ŵĂĚĞ ĂŐĂŝŶƐƚ Ă
person or category of people who are deemed less 
competent or socially valued in order to improve 
subjective well-being also serves the same end of 
protecting self-ĞƐƚĞĞŵŽĨƚŚĞ ‘ǁŝƚŚ-ŽƵƚ ?Őƌoup. 
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 Todd and Shearn (1997) caution against the 
dangers of a partial or incorrectly-defined disability 
ŝĚĞŶƚŝƚǇ ?ƐƚĂƚŝŶŐƚŚĂƚŝĨƉĞŽƉůĞǁŝƚŚ/ĂƌĞ “ƵŶĂǁĂƌĞƚŚĂƚ
the world they operate in rejects and discriminates 
against them, [they] are unable to present a challenge 
ƚŽ ƚŚĂƚ ǁŽƌůĚ ? ?  ?ŝďŝĚ Ɖ ? ? ? ? ? ? ůďĞŝƚ ? ƐĞƌǀŝĐĞ ƵƐĞƌƐĞůĨ-
advocacy and involvement  in  provision and planning of 
services cannot be executed effectively if the 
terminology being used is inaccessible to them, nor if 
the service users are unaware of common barriers to full 
inclusion and access. It is therefore imperative to 
develop a more comprehensive understanding of how 
individuals view themselves, disability, and others in 
order to see the strengths and weaknesses of self-
advocacy promotion and person-centred action, 
identify areas of concerns regarding social relationships, 
and ensure better, more accessible delivery of 
information and services.  
 A systematic review (Ali et al., 2012) identified 
seventeen studies worldwide examining stigma 
experienced by individuals with ID. Eight of these 
studies were quantitative, six were qualitative, and 
three utilised mixed-methods. Of the mixed-methods 
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and qualitative studies, only five used adult participants, 
with two of these including adolescents in addition. At 
least one of the studies (Finlay and Lyons, 2000) 
addressed social comparisons. Some studies suggested 
that many of the participants were aware of their 
disability and stigmatised status and felt the negative 
ramifications associated with it (e.g. Li, 2004; Jahoda 
and Markova, 2004) while others argued that there was 
very little understanding of either (e.g. Cunningham and 
Glenn, 2004; Todd, 2000). Within this small body of 
work then, there is no clear consensus on how adults 
with ID understand disability and stigma despite this 
area being identified as important (Schalock and 
Luckasson, 2013). The purpose of this study was to 
move towards such a consensus. 
Aims and objectives 
The aim of this study was to understand how adults with 
ID experience their own disability, and whether their 
experience impacts on their own notions of stigma, self-
esteem and social interactions. The objective was to 
attempt to elucidate a ĨƵŶĐƚŝŽŶĂůĚĞĨŝŶŝƚŝŽŶŽĨ ‘ĚŝƐĂďŝůŝƚǇ ?
for those living with ID. It was hoped that such a 
EXPERIENCE OF DISABILITY 
11 
 
definition might act as a reference point for advocates, 
practitioners, researchers, and policy-makers.  
 It should be noted that this study uses the 
ĐŽŶĐĞƉƚƐ  “ĚŝƐĂďŝůŝƚǇ ? ĂŶĚ  “ŝŶƚĞůůĞĐƚƵĂů ĚŝƐabiůŝƚǇ ?
interchangeably unless explicitly specified. The reason 
for this ambiguity is two-fold: first, this project was 
informed by the social model of disability, which 
concerns the restrictions caused by societal perceptions 
rather than physical or cognitive impairment (UPIAS, 
1976).  dŚĞƌĞĨŽƌĞ ? ƚŚĞ ƐŽĐŝĂů ĐŽŶƐƚƌĂŝŶƚ Žƌ  “ĚŝƐĂďŝůŝƚǇ ?
does not specifically refer to the cognitive impairment 
of the individual. Secondly, these concepts are often 
conflagrated and ambiguously defined in practical 
application; the distinction between the two was not 
obviously or spontaneously articulated by the majority 
of participants in the study. Both concepts were 
introduced independently during the study, but there 
was no significant difference in how participants 
responded to either. Nevertheless, whilst the study 
ƉƌŝŵĂƌŝůǇ ĞǆƉůŽƌĞĚ ǁŚĂƚ  “ĚŝƐĂďŝůŝƚǇ ? ŵĞant to the 
individuals interviewed, there was an opportunity to 
look more specifically at ID when discussing terminology 
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and relationships. Where this occurred, the term ID was 
explicitly used in the naming of themes and subthemes.   
Five research questions guided the study:  
x How do adults with ID compare themselves to 
individuals without disabilities and to others 
with ID? 
x How do adults with ID interpret 
 ‘ŝŶƚĞůůĞĐƚƵĂů ?ůĞĂƌŶŝŶŐ ?ĚŝƐĂďŝůŝƚǇ?  
x Does the abstract definition of disability align 
with ƉĂƌƚŝĐŝƉĂŶƚƐ ? understanding of their own 
disability? 
x Who do adults with ID prefer to associate with, 
those with or without ID? 




/ŶŽƌĚĞƌƚŽĚĞůŝŶĞĂƚĞƚŚĞ ‘ĞŵŝĐ ?Žƌ ‘ŝŶƐŝĚĞƌ ?ƵŶĚĞƌƐƚĂŶĚŝŶŐƐ
ŽĨ ‘ĚŝƐĂďŝůŝƚǇ ? ?ĂƐŵĂůů ?ŝŶ-depth, exploratory study design 
using qualitative methods was used.  




The small sample size (n=15) was purposively chosen  to  
include adults with ID who were capable of granting 
informed consent and currently participating in an adult 
day service designed to be socially inclusive. With the 
exception of one who approached the researcher 
independently, all were recruited only after referral by 
senior staff. Of 17 individuals invited to participate, two 
declined. 
Location 
The study setting was a working farm open to the public 
on weekdays, which by its nature, provided opportunities 
for attendees with ID to interact with visitors without ID. 
The setting choice was also born out of convenience since 
the second author had recently completed a broader 
evaluation of adult social care day services in the county 
and the issue of individual notions of disability had 
emerged as an unsolicited theme. This led to the 
opportunity to conduct a more detailed study of disability 
as an abstract concept and how it related to experiences 
of individuals with ID, and was welcomed by those 
commissioning and delivering the day 
activities/opportunities 




An open-ended semi-structured interview schedule was 
developed from previous relevant literature concerning 
stigma and identity, and self-esteem including 
ZŽƐĞŶďĞƌŐ ?ƐSelf-Esteem Scale (1965) that addressed 
the five primary research questions.  
Analysis 
Interpretive Phenomenological Analysis (IPA) was 
chosen as the best way of gaining insight into 
ƉĂƌƚŝĐŝƉĂŶƚƐ ?ƚŚŽƵŐŚƚƐ ?ŝĚĞĂƐ ?ĂŶĚĞǆƉĞƌŝĞŶĐĞƐŽĨƐŽĐŝĂů
constructions of disability and stigma, as well as their 
reactions to and/or interpretations of those experiences 
(Smith, Flower and Larkin, 2009). An inductive process, 
IPA seeks to produce themes from the data rather than 
confirming or disproving a preconceived theory. A 
handful of studies of ID self-advocacy groups have used 
IPA (e.g. Rosetti and Henderson, 2013), but these 
studies remain rare and do not directly address stigma 
or knowledge of ID terminology.   
 The raw data was transcribed verbatim by the lead 
researcher. Next, both authors read through the 
transcripts several times and the data was independently 
coded and categorised. As IPA is an iterative process, 
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each emergent category led to a review of all transcripts. 
The authors then compared codes, categories and 
emerging sub-themes to ensure inter-thematic reliability.  
There was a 58% agreement (22 of 38 initial codes) 
between the researchers.  Elongated discussions 
between the authors of these codes and categories 
followed until saturation, yielding three final themes 
and nine subthemes with sixteen categories.  
Ethics 
The study gained a favourable ethical opinion from the 
University of Kent Ethics Committee (November 2014). 
Informed consent, voluntariness, confidentiality and the 
sensitive nature of the questions around stigma and 
identity (which might evoke sensitivities and emotions) 
were the ethical issues of particular relevance to this 
study.  One month prior to beginning interviews, an 
accessible words and symbols information sheet, 
designed following guidelines for Easy Read formatting 
(Turnpenny and Richardson, 2013) was provided to the 
site manager to share with potential participants. It is 
not known to what extent this information was made 
available, although awareness of the project appeared 
low upon arrival. The interviewer therefore verbally 
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explained the nature and details of the project including 
confidentiality and anonymity (particularly important 
here due to the small sample size) to each individual in 
turn before asking them to participate and sign a 
consent form.  Perry (2004) posits that sole interviews 
with people with ID may fail to safeguard their interests 
due to the distribution of authority between researcher 
and participant. The interviewer attempted to resolve 
some of these issues by socially interacting with 
participants for a brief time (approximately 10-15 
minutes) prior to data collection, (including sharing 
general details about their lives with participants to put 
them at ease) but it is unknown to what extent power 
differentials were addressed given the short time 
available. According to Cambridge and Forrester-Jones 
(2003), establishing familiarity is essential to facilitate 
rich, meaningful data. The short time for familiarisation 
between participants and the researcher in this study 
(due to the packed timetables of participants as well as 
the limited timescale of the researcher) must be 
acknowledged as a limitation and something which 
should be addressed in any future study. In the event 
that participants became distressed during the 
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interview process, they were either directed toward 
trusted staff members, or the interview was halted 
until/if the interviewee wished to resume.  Participants 
were also given the option to remove sensitive material 
from the interview at any point in time; one participant 
chose to remove several lines of the transcript following 
their interview.  
All interviews were conducted on site in a 
relaxed environment identified by the participants 
themselves (including an office made available to 
participants at their request and  a quiet corner of the 
canteen) and interviews were purposefully informal, 
ĨŽůůŽǁŝŶŐ WƌŽƐƐĞƌ ĂŶĚ ƌŽŵůĞǇ ?Ɛ  ? ? ? ? ? ? ŐƵŝĚĞůŝŶĞƐ ƚŽ
encourage all answers and put interviewees at ease by 
retaining a casual atmosphere. Each interviews lasted 




Fifteen individuals agreed to participate in the research. 
Over half (66% n=10) were males and 33% (n=5) were 
females with an average age of 35years (with a range 
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from 19yrs to 63yrs). The majority of participants (87%, 
n=13) identified themselves as White British, with the 
remaining two identifying as Irish-Nigerian and 
Zimbabwean.  Just over half of the participants (53%) 
lived with family members, three (20%) lived in 
community homes (with support from paid staff), two 
(13%) lived alone (one of which lived in sheltered 
housing), one lived with a flatmate, and one lived with 
their spouse. 
 Three primary themes, all evident in at least 
thirteen of the fifteen transcripts were delineated. 
Because this study was not quantitative, no restriction 
was put on how often a theme or subtheme must occur 
to be included. Rather, themes, sub-themes, and 
categories were chosen for their idiographic nature and 
sought to capture the full range of interpretations and 
experiences of all participants (see Table 1).  
[Table 1.] 
Theme 1: How to Be:  ?ƐƚŚĂƚ ?ƐǁŚĂƚƉĞŽƉůĞƐĚŽ ? ? 
[P.10, L. 99-100] 
Participants expressed a need to behave in a certain, 
societally-acceptable way that included behaviour and 
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appearance, and tended to compare themselves 
favourably against their peers with ID.  
Subtheme A: The Need to Behave Normally. 
WĂƌƚŝĐŝƉĂŶƚ ? ? P/ ?ŵŶŽƚŶĂƵŐŚƚǇŽŶƚŚĞ ?ũŽďƐŝƚĞ ? ?
/ ?ŵŶŽƚ ? ?W ? ? ? ?> ? ? ? ? 
 
The first subtheme dealt with expectations relating to 
behaviour. Participant 2, in the above quote, had been 
asked what other people (a category that was left 
ambiguous intentionally) did better than they. The 
response avoided addressing shortcomings, and 
displayed a simplistic understanding of good and bad, as 
well as a firm ideation of what is appropriate work 
behaviour.  
DŽƚŝǀĂƚŝŽŶĚĞƌŝǀĞĚĨƌŽŵďĞŝŶŐ ?ŐŽŽĚ ?ŽƌŶŽƚ
ďĞŝŶŐ  ?ďĂĚ ? ? 
 
Interviewer: Are you proud of yourself? 
 
Participant 08: Yeah [Laughs]. 
Interviewer: Yeah? What makes you proud of 
yourself? 
Participant 08: Good. Tidy.  [P.08, L. 51-54] 
 
The desire to be perceived as nice, clean, or quiet was a 
theme that emerged from eleven transcripts; 
EXPERIENCE OF DISABILITY 
20 
 
participants cited their helpfulness or cleanliness as 
major points of pride. 
Behaviour signalling difference or disability 
WĂƌƚŝĐŝƉĂŶƚ ? P/ĚŽŶ ?ƚĞǀĞŶƵŶĚĞƌƐƚĂŶĚǁŚĂƚ/ ?ŵ
doing sometimes. Ah! That is a learning 
difficulties. What I was telling you! 
 
Interviewer: Can you say it one more time? 
tŚĂƚ ?ƐĂůĞĂƌŶŝŶŐĚŝĨĨŝĐƵůƚǇ ?
Participant 4: What I just said! Yeah. Because 
ƐŽŵĞƚŝŵĞƐ/ĚŽŶ ?ƚůŝƐƚĞŶƚŽĂŶǇŽŶĞ ?ŶĚƚŚĂƚ ?ƐŵǇ
ƉƌŽďůĞŵ ?/ůŽǀĞƚŽƉůĂǇƵƉ ?ŶĚƉƵƐŚ ?Ğŵ ?/ǁĂŶƚ
ƚŽƉƵƐŚ  ?ĞŵƚŽŽ ĨĂƌ ?zĞĂŚ ?/ ĐĂŶ ?ƚĚŽ ƚŚĂƚ ?ŶĚ
ƚŚĂƚ ?ƐůĞĂƌŶŝŶŐĚŝĨĨŝĐƵůƚŝĞƐ ?[P.04, L. 252-257, 259] 
 
Non-adherence to so-called cultural mores, which most 
ŽĨƚĞŶŝŶĐůƵĚĞĚďĞŚĂǀŝŽƵƌƐƐƵĐŚĂƐĨŝŐŚƚŝŶŐ ?ůŽƐŝŶŐŽŶĞ ?Ɛ
temper, not following directions, and poor hygiene were 
often used to exemplify individuals whose behaviour 
signalled difficulties. Similarly, these were markers used 
to gauge if someone had a disability, thereby 
establishing a link between cultural devaluation of 
disability and other undesirable characteristics.  
Subtheme B: Generic Expectations and 
Identifiers 
WĂƌƚŝĐŝƉĂŶƚ ? ? P/ ?ŵŚŽƉŝŶŐƚŽŐĞƚĂŚŽƵƐĞ ?like to 
get a house of my own one day. Not sure when 
exactly, but it will take a while to start planning. 
[P.15, L. 670-671] 
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The majority of the participants did not consider 
disability to be a factor when identifying themselves nor 
their future expectations. In fact, as exemplified in the 
categories below, individuals largely recognised their 
occupation on the job site and their leisure-time 
activities as their primary identifiers. When considering 
future plans, participants often indicated non-specific 
goals such as marriage (regardless of current 
relationship status) and paid work.  
Self-defined by interests 
Interviewer: Great. So tell me about yourself. 
Your life, and your personality, and anything else 
you can think of. 
Participant 5: I like watching TV. I like Strictly 
Come Dancing, EastEnders, um, The X-Factor. I 
like food. Pizza, chips, burgers. I still like Chinese. 
/ůŝŬĞĐŚŝĐŬĞŶĐƵƌƌǇ ?/ƚ ?ƐŶŝĐĞ ?ƵŚ ?/ůŝŬĞŚƌŝƐƚŵĂƐ. 
[P.05, L. 13-17, 20] 
When asked to describe their personalities or their 
lifestyles, the majority of participants, (ten of fifteen) 
used leisure-time preferences as their primary identifier. 
Moreover, it was often not what participants did during 
that time that gained the status of identifier, but rather 
what they consumed, suggesting a lack (or perhaps a 
lack of opportunity for) introspection.  
Job site as part of identity 
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Many participants often considered their experiences 
on the job site as an important identifier when 
communicating who they see themselves as. It seems 
that productive work ? regardless of whether it is paid 
employment or service provision ? is as important a 
defining characteristic for these respondents with 
intellectual disability as it is for individuals without 
disabilities. 
Interviewer: Okay. Can you tell me a little bit 
about yourself, what you like to do? 
Participant 14: I like w-w-working farm. 
Interviewer: Why do you like working on the 
farm? 
Participant 1 ? P/ƚ ?ƐŶŝĐĞ ? ?W ? ? ? ?> ? ? ?-24]  
Non-specific and typical future expectations 
Interviewer: What are your future plans? 
Participant 10: Well, I want to go get a, um, a 
job. 
Interviewer: A job? What kind of job? 
Participant 10: A better job that I can work with, 
and get a lot of money [P.10, L. 333-337] 
 
Lines of inquiry regarding the future yielded very similar 
results across the majority of participants. Either they 
were unsure or uninterested, as exemplified by 
Participant 1 who said that they  “ĚŝĚŶ ?ƚƚŚŽƵŐŚƚĂďŽƵƚ
that ? ?ŽƌĨƵƚƵƌĞŐŽĂůƐǁĞƌĞƚŚĞǀĂŐƵĞĞǆƉĞĐƚĂƚŝŽŶƐŽĨĂŶ
adolescent such as getting married, owning a home, or 
ƐŝŵƉůǇ ďĞŝŶŐ  “ŚĂƉƉǇ ĂŶĚ ŚĞĂůƚŚǇ ?  ?W ? ? ? ? > ?  ? ? ? ? W ? ? ? ?
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L.164]. When probed about the feasibility of these plans, 
many of the respondents were unable to further 
examine their answers.  
Subtheme C: Social Comparisons 
Participant 6: I work hard better. [P.06, L. 86] 
There was significant evidence of downward social 
comparisons ŝŶƌĞƐƉŽŶĚĞŶƚƐ ?ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐŽĨƐĞůĨĂŶĚ
others. Additionally, respondents reported several 
other associated  thought processes, such as labelling 
others as having a disability, categorising oneself as 
ĚŝƐƚŝŶĐƚĨƌŽŵƉĞĞƌƐǁŝƚŚ/ ?ĂŶĚƵƐŝŶŐŽŶĞ ?ƐƉĞƌĐĞŝǀĞĚ
status among peers as a means of bolstering self-esteem. 
Distinct from others with intellectual 
disabilities 
Participant 2: [Long pause]. Hm. I think. [Pause]. 
/ ?ŵĂŐŽŽĚďŽǇŽŶƚŚĞũŽďƐŝƚĞ ?ǀĞƌǇŽŶĞĞůƐĞ ŝƐ
very silly. [P.02, L. 112-113] 
 
The type of sweeping generalisation made above, which 
clearly distinguishes the respondent from peers with ID  
working alongside them on the job site, was found in 
two-thirds of the transcripts analysed. Interestingly, this 
kind of broad judgement only occurred when 
respondents compared themselves to other service 
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users on the job site, as opposed to the general 
population.  
Labelling others as having a disability 
A common occurrence throughout the interview 
process was the tendency to label others as having a 
disability, regardless of ability to articulate what that 
disability might be. When asked how to identify 
someone with a disability, Participant 11 explained: 
WĂƌƚŝĐŝƉĂŶƚ  ? ? P hŵ ? / ǁŽƵůĚŶ ?ƚ ŶŽƌŵĂůůǇ ŬŶŽǁ ?
and, without getting used to them first. And then 
ǇŽƵ ĚŽ ŬŶŽǁ ƚŚĂƚ ŽďǀŝŽƵƐůǇ ƚŚĞǇ ?ǀĞ ŐŽƚ
something strange about them, but gradually 
ǇŽƵŬŶŽǁǁŚǇ ?zŽƵĚŽŶ ?ƚŬŶŽǁ ?ǁŚĞŶǇŽƵŵĞĞƚ
ƐŽŵĞŽŶĞ ŶĞǁ ? ǇŽƵ ĚŽŶ ?ƚ ĂůǁĂǇƐ ŬŶŽǁ
ŝŵŵĞĚŝĂƚĞůǇ ? dŚĞǇ ?ƌĞ ũƵƐƚ Ă ŶŽƌŵĂů ƉĞƌƐŽŶ ?
 ?ĐĂƵƐĞ/ ?ǀĞŵĞƚƉĞŽƉůĞǁŚŽƚƌĞĂƚƵƐƋƵŝƚĞŶŽƌŵĂů ? 
tĞ ?ƌĞĂůůƌĞĂůůǇƚŚĂƚǁĂǇ ?/ ?ǀĞŶĞǀĞƌƌĞĂůůǇŐŽƚƚŽ
know immediately about their disability. 
Immediately. [P.11, L. 265-271]. 
  
Implicit in P11´s response are two contrasting beliefs 
about disability: that it is inherently abnormal, and 
easily identified ďǇ “ƐƚƌĂŶŐĞ ?ďĞŚĂǀŝŽƵƌ ?ĂŶĚƚŚĂƚƉĞŽƉůĞ
with ĚŝƐĂďŝůŝƚǇ ƐŚŽƵůĚ ďĞ ƚƌĞĂƚĞĚ ĂƐ  “ŶŽƌŵĂů ? Žƌ
individuals without disabilities ďĞĐĂƵƐĞ ƚŚĞǇ ĂƌĞ  “all 
really that way ? ?dŚĞƌĞĂƉƉĞĂƌĞĚƚŚĞŶƚŽďĞĂƚĞŶƐŝŽŶ
between viewing other people with ID as inferior to the 
population without disabilities and viewing oneself as 
 “ŶŽƌŵĂů ?ĚĞƐƉŝƚĞŝĚĞŶƚŝĨǇŝŶŐĂƐŚĂǀŝŶŐĂĚŝƐĂďŝůŝƚǇ ? 




Self-esteem linked to perceived status and 
work 
Interviewer: Why are you proud of yourself? 
 
Participant 15:  ?ĂƵƐĞ I know I do a really good 
job, I know I can do it to high standards. Most 
people need a bit of encouragement from me 
and the staff as well to do it. Me, I know what 
ƚŚĞŝƌ ƐƚĂŶĚĂƌĚƐ ĂƌĞ ? ĂŶĚ ŝĨ ǇŽƵ ĚŽŶ ?ƚ ĚŽ ŝƚ ?ǇŽƵ
have to do it over and again and again. Till it 
ŚĂƉƉĞŶƐ ?ƚŝůůŝƚ ?ƐƌŝŐŚƚ ?ŶĚǇŽƵǁŽŶ ?ƚŵŽǀĞŽŶƚŽ
the next job. [P.15, L. 89-94] 
 
Participant 15 was clearly aligning themselves with staff 
in the above quote. As one of the respondents who 
recognised and embraced their disability status, it is 
especially interesting that this participant did not regard 
themselves on level with either staff or other service 
users.  
Theme 2: Self-Defined Notions of Disability 
The second theme considered the way in which 
respondents understood disability in themselves and in 
others. Identification of disability primarily relied on 
physical or tangible experiences of disability. The 
experience of disability in oneself was often 
accompanied by self-degradation or feelings of injustice, 
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and the judgement of others played a role in 
perceptions.  
Subtheme A: Tangible Manifestations and 
Experiences of Disability 
 Participant 4: Aw come on, come on, look at 
 me! I  know about disability. [P.04, L.106] 
 
The manifestation of physical features or behaviours 
was largely agreed as indicative of disability to thirteen 
of the fifteen respondents. While some participants 
believed that specific physical impairments such as 
wheelchair use suggested disability, others considered 
more abstract concepts such as poor or abnormal 
communication or literacy skills, and the presence of 
staff or carers.  
Physical Indicators 
WĂƌƚŝĐŝƉĂŶƚ ? ? P&Žƌ ?/ĚŽŚĂǀĞĂĨƌŝĞŶĚǁŚŽ ?ƐĂďŝƚ
ĚŝƐĂďůĞĚďĞĐĂƵƐĞ ?ĂŶĚƐŚĞ ?Ɛ ?ƐŚĞ ?ƐŶŽƚďĞŝŶŐĂďůĞ 
ƚŽǁĂůŬǁŝƚŚŽƵƚƚŚĞĂŝĚŽĨĐƌƵƚĐŚĞƐ ?Kƌ ?ƐŝŶĐĞƐŚĞ
were born practically. [P.11, L. 199-200] 
Regardless of what physical indicator (ranging from 
wheelchair use to epilepsy) suggested disability to the 
respondent, the majority produced an anecdote relating 
themselves or someone they knew who possessed that 
feature. The importance of physically experiencing 




to producing an understanding of what disability is. 
Literacy, school skills, and communication 
 Interviewer: Can you tell me what [learning 
 disability] means? 
  
 Participant 3: Yo ?/ ?ŵ ?[pause] 
  
 /ŶƚĞƌǀŝĞǁĞƌ PKƌƐŽŵĞĞǆĂŵƉůĞƐŽĨǁŚĂƚŝƚ ?ƐůŝŬĞ ? 
  
 WĂƌƚŝĐŝƉĂŶƚ P^ŽŵĞƉĞŽƉůĞǁŽŶ ?ƚďĞĂďůĞƚŽƌĞĂĚ ?
 Writing. Um, talk. Um, see, um ? not talking to 
 ƐŽŵĞďŽĚǇ ?zĞĂŚ ?tŚĂƚĞůƐĞ ?ĂŶ ?ƚƐĂǇŝĨƚŚĞǇ ?ƌĞ
 ill or  ŶŽƚ ?/ĨƚŚĞǇ ?ƌĞŶŽƚǀĞƌǇǁĞůůƚŚĞǇǁŽŶ ?ƚ
 ďĞĂďůĞƚŽƐĂǇ ?ǁŝůůƚŚĞǇ ?dŚĞǇǁŽŶ ?ƚďĞ
 able to tell nobody, will they? [P.03, L. 67-73] 
Difficulties with reading, writing, and communication 
also acted as markers of disability for many participants. 
These features seemed to be related to ID more than 
disability in general, and participants tended to distance 
ƚŚĞŵƐĞůǀĞƐƵƐŝŶŐ “ƚŚĞǇ ?ƌĂƚŚĞƌƚŚĂŶ “ǁĞ ? ? 
Receiving help and support 
The final physical manifestation of disability that 
respondents reported frequently was the presence of 
staff or assistance. 
 
 Participant 15: Um, disability means, um, 
 dysfunctioning people, which just means people 
 who depend on more help as they get older  and 
 older, for people to help them. [P. 15, L. 
 272-274] 
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What distinguishes this category is that eight of the 
nine respondents who made mention of receiving 
assistance, including Participant 15 in subsequent 
extracts, referred to receiving assistance for disability 
in the context of themselves. There is evidently 
something less stigmatising about receiving assistance 
than the previously mentioned indicators, perhaps 
because assistance manifests itself in greater ability 
due to support. 
Subtheme B: Pejorative Notions of Self 
Respondents who identified as having a disability 
tended to produce responses that fell into two 
categories: assigning blame for difficulties on oneself, or 
experiencing a broader sense of injustice living with 
disability without applying blame to any specific cause. 
Unfairness or difficulty living with intellectual 
disability  
WĂƌƚŝĐŝƉĂŶƚ ? ? PhŚ ?/ĚŽŶ ?ƚƵŶĚĞƌƐƚĂŶĚǁŚǇ/ ?ǀĞ
got autism. I feel upset by it. 
 
Interviewer: Why does it upset you? 
 




WĂƌƚŝĐŝƉĂŶƚ ? ? P ?ĂƵƐĞ/ũƵƐƚĚŽŶ ?ƚ ?/ũƵƐƚ ?/
ƐŚŽƵůĚŶ ?ƚŚĂǀĞŝƚŝŶƚŚĞĨŝƌƐƚƉůĂĐĞ ?




Interviewer: Why not? 
 
Participant 10: Um, because it just feels not fair 
ƚŽŵĞ ?/ŚŽŶĞƐƚůǇĨĞĞůůŝŬĞ/ ?ŵŶŽƚƚŚĞƌĞŽƌ
something. [P.10, L. 115-123] 
WĂƌƚŝĐŝƉĂŶƚ  ? ? ?Ɛ ĚŝƐƐĂƚŝƐĨĂĐƚŝŽŶ ǁŝƚŚ their disability 
appeared to extend from an understanding that their 
autism is something that coexists in their body rather 
than an intrinsic part of themselves.  
Self-blame or self-degradation 
A portion of participants who identified as having an ID 
blamed their difficulty with social interactions or 
adaptive behaviour on themselves. 
Participant 7: Disgusting for me. 
Interviewer: Disgusting? 
Participant 7:  ?ĂƵƐĞ ĞǀĞƌǇŽŶĞ ?ƐĂůǁĂǇƐƚĂŬŝŶŐ
ƚŚĞŵŝĐŬŽƵƚŽĨŵĞĂŶĚĞǀĞƌǇŽŶĞ ?ƐŵŽƌĞĐůĞǀĞƌ
than me. [P.07, L. 285-289] 
The participant here continued to reiterate that they are 
not well-liked due to their ID, and their past experiences 
with bullying and rejection were directly related to their 
disability status. Another participant blamed 
themselves for the anxiety and difficulty experienced by 
their parents and professional support workers. While 
only three respondents discussed their experiences with 
self-blame and self-degradation, it is included here as a 
unique interpretation of disability and perception of 
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their own disability status and how they interact with 
the world.  
Subtheme C: Judgement by Others 
WĂƌƚŝĐŝƉĂŶƚ ? P/ŐĞƚƚŽůĚ/ ?ŵĂǁĂƐƚĞŽĨƐƉĂĐĞ[P.15, 
L. 451] 
OutsidĞ ƉƌĞƐƐƵƌĞƐ ĨƌŽŵ ŽƚŚĞƌ ƉĞŽƉůĞ ?Ɛ ƉĞƌĐĞƉƚŝŽŶƐ
seemed to play a role in the development of identity and 
ŝŶƚĞƌƉƌĞƚĂƚŝŽŶ ŽĨ / ? /ŶƚĞƌĞƐƚŝŶŐůǇ ? ƚŚĞ  “ŽƚŚĞƌ ? ŵĂŬŝŶŐ
judgement was both individuals without disabilities and 
the respondents themselves appraising their peers with 
ID.  
Bullying 
Four participants shared extensively about their 
experiences with bullying, all occurring in integrated 
settings, most often in mainstreamed schools. Frequent 
interactions with individuals without disabilities seemed 
to be related to more encounters with bullying and 
harassment as well as poor self-image among 
respondents:  
/ŶƚĞƌǀŝĞǁĞƌ PzĞĂŚ ?ŶĚǁŚĂƚŝƐ ?ŝƚ ? ?tŚĂƚŝƐ
autism like? 
 
Participant 10: Not very nice. 
 
Interviewer: In what way? 
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Participant 10: Like, people call you names, take 
the mick out of you. [P.10, L. 132-135] 
Intellectual disability associated with socially 
undesirable characteristics 
 WĂƌƚŝĐŝƉĂŶƚ ? PdŚĂƚ ?Ɛ ?X done it before. X. You 
 met him on the bus. 
  
 Interviewer: X has a learning disability? Can 
 you ?ǁŚĂƚ ?Ɛhe like? 
  
 WĂƌƚŝĐŝƉĂŶƚ ? P,Ğ ?ƐĨŝŶĞ ?,Ğ ?ƐǀĞƌǇ ?ŵŽƚŝŽŶ ?ůŝŬĞ
 that. 
  
 Interviewer: What is the word for that? 
  
 WĂƌƚŝĐŝƉĂŶƚ ? P,Ğ ?ƐǀĞƌǇĨĂƚ ? [P.02, L. 202-206] 
 
One association that came up multiple times across half 
of the participants was the connection between ID and 
socially undesirable characteristics such as being 
overweight or talking excessively. Respondents, 
regardless of how articulate they were about stigma, 
seemed to understand on some level that ID is a 
devalued trait in society. 
Job site indicative of intellectual disability 
The final extrinsic factor that participants related to ID 
was the job site itself. Respondents were often aware 
that their employment was not typical ? particularly 
that they were not paid and the job site was funded by 
the local authority, and was offered only to individuals 
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with ID. Respondents were also often aware that staff 
were not service users and did not have the same needs. 
WĂƌƚŝĐŝƉĂŶƚ ? PzĞĂŚ ?ŶĚƚŚĂƚ ?ƐǁŚǇǁĞ ?ƌĞŽŶƚŚĞ
farm. It is for learning difficulties as well. [P.04, 
175-176] 
Theme 3: Confused Terminology 
WĂƌƚŝĐŝƉĂŶƚ  ? P / ĚŽ ŬŶŽǁ ǁŚĂƚ ŝƚ ŝƐ ? ďƵƚ / ĚŽŶ ?ƚ
know. [P.01, L. 112] 
The final theme deals with how participants defined 
conventional disability terminology. The vast majority, 
fourteen of fifteen interviewees, had partial, incorrect, 
or very limited knowledge of terminology that is 
commonly used in services.  
Subtheme A: Very Limited Familiarity with 
Terminology 
Ten respondents had no or very limited knowledge of at 
least some of the terminology ƉƌĞƐĞŶƚĞĚ ?  “/ŶƚĞůůĞĐƚƵĂů
ĚŝƐĂďŝůŝƚǇ ? Žƌ  “ůĞĂƌŶŝŶŐ ĚŝƐĂďŝůŝƚǇ ? ǁĞƌĞ ƚŚĞ ůĞĂƐƚ
accessible terms to this population, although some, like 
Participant 6, were not familiar with euphemistic terms 
either: 
WĂƌƚŝĐŝƉĂŶƚ ? P^ƉĞĐŝĂůŶĞĞĚƐ ?tŚĂƚ ?ƐƚŚĂƚ ? [P.06, 
L. 248] 
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Subtheme B: Familiarity but Unable to 
Articulate Meaning 
The second subset of respondents had some knowledge 
of the terms, often citing that they had heard them from 
staff or informal carers, but were unable to provide a 
meaning for them. Several respondents reported that 
they had learned disability terms while in school, but 
now that they were no longer in an educational 
ĞŶǀŝƌŽŶŵĞŶƚ ?ƚŚĞǇĐŽƵůĚŶ ?ƚƌĞĐĂůůƚŚĞŵĞĂŶŝŶŐ ? 
Interviewer: And so, do you know the word 
 ?ĚŝƐĂďŝůŝƚǇ ? ? 
 
WĂƌƚŝĐŝƉĂŶƚ ? PEŽ ?/ ?ǀĞŚĞĂƌĚŝt lots of times. 
 
/ŶƚĞƌǀŝĞǁĞƌ PzĞĂŚ ?ƐŽ ?ǇŽƵ ?ǀĞŚĞĂƌĚŝƚůŽƚƐŽĨ
ƚŝŵĞƐ ?ĚŽǇŽƵŬŶŽǁǁŚĂƚŝƚŵĞĂŶƐ ? ? ? ? 
 
Participant 07: My mum told me something 
about it, but I forgot. [P.07, L. 196-199, 202] 
Subtheme 3: Discomfort Despite Inarticulation 
Participants were almost universally uncomfortable 
discussing disability terminology, regardless of the 
ability to define the meaning of the terms.  
Participant 9: I have heard it before. Disab-
abilities. 
 
Interviewer: Do you know what it means? 
 
WĂƌƚŝĐŝƉĂŶƚ ? PhŚ ?Ƶŵ ? ?WĂƵƐĞ ? ?,ŵ ?/ĚŽŶ ?ƚŬŶŽǁ ?
/ĚŽŶ ?ƚǁĂŶƚƚŽĂŶƐǁĞƌƚŚĂƚ ? [P.09, L. 132-134] 
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Respondents who expressed discomfort seemed to 
have a perception that disability was a taboo subject 
that should not be discussed in depth. Perhaps if 
participants had been more familiar with the researcher, 
they would have been more forthright with opinions, 
but as it stood, it appeared that the nine participants 
who responded in this way did not find disability an 
appropriate subject for discussion.  
Discussion and Conclusions 
The findings indicated that although participants were 
not always able to articulate feelings of difference 
verbally, many seemed to experience stigmatisation and 
 “ŽƚŚĞƌŶĞƐƐ ? ? dŚĞ ƌĞƐƉŽŶƐĞ ƚŽ ƚŚĞƐĞ ĞǆƉĞƌŝĞŶĐĞƐ ŵŽƐƚ
often appeared to be adherence to behaviours and 
ƐŽĐŝĂů ŶŽƌŵƐ ƚŚĂƚ ƐƵŐŐĞƐƚ  “ŶŽŶ-ŽƚŚĞƌŶĞƐƐ ? ? dŚĞƐĞ
 “ƉĂƐƐŝŶŐ ? ďĞŚĂǀŝŽƵƌƐ ? ǁŚŝĐŚ ǁĞƌĞ ďŽƌŶ ŽĨjustified 
rejection of disability status and overwhelming self-
doubt when appearances fell short of non-disabled, 
were a method to appear to belong to a more highly 
valued social group (Edgerton, 1967). The desire to 
ĂƉƉĞĂƌ  “ŶŽƌŵĂů ? ǁĂƐ ĨƵƌƚŚĞƌ ĚĞǀĞůŽƉĞĚ ďǇ ƚŚĞ
ŝĚĞŶƚŝĨŝĐĂƚŝŽŶ ŽĨ ƚŚĞ  “ŽƚŚĞƌ ? ĂŵŽŶŐ ĨƌŝĞŶĚƐ ĂŶĚ
EXPERIENCE OF DISABILITY 
35 
 
colleagues with ID. Additionally, the typical future 
expectations, primarily paid, meaningful employment 
and deeper personal relationships, suggested a desire to 
obtain a more socially valid role. Despite the fact that 
these expectations are very nearly identical to those 
found by Forrester-Jones and colleagues (2002) and 
Todd (2000) when interviewing a similar population, it is 
still exceptionally rare for adults with ID to achieve 
either, and very little change has occurred in services to 
support these goals.  
 As expected, downward social comparisons 
occurred frequently throughout interviews. Participants 
who favoured this type of comparison seemed to have 
excellent self-esteem, and the small number of 
participants who made comparisons between 
themselves and individuals without disabilities reported 
poorer self-esteem and greater overall dissatisfaction. 
These findings are in line with previous literature (Finlay 
and Lyons, 2000; Festinger, 1954; Wills, 1981). 
Participants strongly associated their identity with how 
they were perceived by their peers and on the job site, 
very rarely drawing from experiences outside of 
activities and services specific to people with ID. 
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Additionally, Finlay and Lyons (2000) found that when 
downward comparisons were made, they most likely 
involved appraisals of good versus bad or bizarre 
behaviour. The current study also found these value-
laden judgements, with participants almost exclusively 
judging themselves and their peers on the basis of 
behaviour on the job site. With the exception of 
Participant 15, who appeared to have broader 
experiences in integrated settings than the other 
respondents, no comparisons were made against 
individuals without disabilities. These findings support 
the concept that membership in a stigmatised group can 
act as a protection from the effects of stigma by 
insulating oneself from more competent social groups.  
 Respondents often experienced difficulty with 
self-reflection, seemingly having limited past 
experiences answering questions that require 
introspection and self-examination. Participant 5 
provides a tangible example of this difficulty: 
/ŶƚĞƌǀŝĞǁĞƌ PtŚĂƚ ?ƐǇŽƵƌƉĞƌƐŽŶĂůŝƚǇůŝŬĞ ? 
 
WĂƌƚŝĐŝƉĂŶƚ ? Phŵ ? ?^ŝŐŚƐ ? ?/ŚĂǀĞŶ ?ƚŐŽƚĂĐůƵĞ ?
[P.05, L. 28-29] 
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Todd and Shearn (1997) reported a similar pattern of 
response from their participants, arguing that their 
ƐĂŵƉůĞ ĂƉƉĞĂƌĞĚ  “ŝŶǀŝƐŝďůĞ ƚŽ ƚŚĞŵƐĞůǀĞƐ ? (p. 
363).Despite this, it was clear that participants 
experienced feelings of difference and rejection from 
individuals without disabilities, which was perhaps 
exasperated by an inability to express their feelings in 
ƚŚŽƐĞ ƐŝƚƵĂƚŝŽŶƐ ? &ƵƌƚŚĞƌŵŽƌĞ ? ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŽďǀŝŽƵƐ
discomfort with the topic of disability suggested that 
regardless of the ability to verbally express it, disability 
status is experienced on some level. Craig, et al (2002) 
found a similar phenomenon.  
Finally, disability as a concept seemed to develop 
for these individuals via a collection of intrinsic and 
extrinsic factors. The intrinsic factors included 
phenomena such as actual physical or cognitive 
impairment and the extrinsic were primarily the 
appraisals made by others. In combination, these 
factors influenced the development of an interpretation 
of disability that includes both its topography and its 
connotations. The directionality of the relationship 
between judgement coming from self and judgement 
coming from others, however, is not known. The poor 
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psychosocial outcomes experienced by some 
participants may be the result of a self-fulfilling 
prophecy, or a set of beliefs that triggers a behaviour 
change that inadvertently proves the belief (Merton, 
1948). Beck (1967) alternatively suggests that 
individuals who already possess low self-esteem may be 
 “ŚǇƉĞƌƐĞŶƐŝƚŝǀĞ ƚŽ ŶĞŐĂƚŝǀĞ ĨĞĞĚďĂĐŬ ? ĂŶĚ ƚŚĞƌĞĨŽƌĞ
become entrapped in a cycle of self-degradation and 
perceptions of negative judgements from others. 
Further study is necessary to better understand the 
relationship between internal and external factors in the 
development of self-concept and understanding of 
disability.  
Towards a Theory of Subjective ´Disability´ 
While the ultimate aim of Interpretive 
Phenomenological Analysis, in its truest form, is not to 
develop generalizable theory based on the idiographic 
findings, it is the belief that the data here supports a 
possible theoretical relationship between the major 
themes and subthemes, which is illustrated in Figure 1 
below. 
[Figure 1.] 
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The above figure represents a basic flow of 
negative self-image and understanding of disability 
stemming from an initial confusion surrounding 
disability terminology. Without a clear comprehension 
of disability and associated terms and diagnoses, one is 
ĨŽƌĐĞĚƚŽĚĞǀĞůŽƉŽŶĞ ?ƐŽǁŶŶŽƚŝŽŶƐŽĨĚŝƐĂďŝůŝƚǇďĂƐĞĚ
on tangible manifestations, external pressure from 
others, and pejorative self-degradation. A decidedly 
negative connotation is attached to disability 
conceptualisation, which encourages behaviours that 
dissociate one from the label. These factors 
ƐŝŵƵůƚĂŶĞŽƵƐůǇ ŝŵƉĂĐƚ ĂŶĚ ĂƌĞ ŝŵƉĂĐƚĞĚ ďǇ ŽŶĞ ?Ɛ
interpretations of how to be. The cyclical feedback 
pattern represented above is indicative of the 
aforementioned relationship between these two factors, 
whose directionality is not well-understood. Smaller 
arrows represent additional interplay between certain 
factors. The desire to behave normally, when not 
achievable, further contributes to pejorative notions of 
self. Building from the theory that downward social 
comparisons are a mechanism used to increase 
subjective well-being, judgement by others on an 
individual, which lowers subjective well-being, will 
EXPERIENCE OF DISABILITY 
40 
 
influence the prevalence of downward social 
comparisons. Additionally, a strict adherence to social 
norms is likely to increase discomfort when talking 
about disability, particularly disability relating to oneself. 
By avoiding further discussion, one perpetuates 
misunderstandings around disability, and the cycle 
continues. In this model, the confusion and subsequent 
discomfort with terminology acts as an entry point to a 
cycle of self-degradation, judgement from others, and 
pressure to conform to socially-valued and non-
disruptive behaviours. Using this conceptualisation, one 
ĐŽƵůĚ ƚŚĞŽƌŝƐĞ ƚŚĞƌĞďǇ ƚŚĂƚ ŝŵƉƌŽǀŝŶŐ ŽŶĞ ?Ɛ
understanding of disability, an alternative cycle with 
more positive outcomes could be activated. A visual 
representation of this virtuous cycle can be seen below 
in Figure 2.  
[Figure 2.] 
Limitations 
Firstly, all participants were recruited from a single 
service with a limited number of staff and engagement 
with others, which undoubtedly limited the scope of 
experiences that participants had. It is possible that 
similarity of understanding is rooted in similarity of 
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experience. Secondly, the nature of the farm day centre 
was one that required a certain amount of physical 
exertion and coordination from service users, who were 
also capable of excellent expressive communication, 
which likely biased the sample toward individuals with 
milder disabilities, fewer adaptive behaviour deficits, 
and less medical health problems. Additionally, 
inclusion in an ID-specific service was taken as de facto 
evidence of intellectual disability, which may not be 
accurate (Whitaker, 2008). A sample with more rigorous 
inclusion criteria that includes individuals with 
communication difficulties would undoubtedly enhance 
the findings. 
 The sample covered an age range of 44 years, 
meaning that older participants likely experienced 
several shifts in terminology and practice throughout 
their lifetimes. Differences in schooling and living 
arrangements also likely impacted experiences and 
interpretations. With a relatively small sample size, it is 
impossible to stratify the data in a useful way ? a follow-
up study with a greater number of participants 
purposively selected to analyse variations in 
experiences based on these characteristics would likel
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yield an even greater understanding of how individuals 
formulate their identities and conceptualise disability.  
Regarding researcher variables, the interviewer in 
this study was North American, while the study was 
conducted in the United Kingdom; the accent and 
pronunciation of certain terms seemed to influence 
understanding of questions in several participants. 
Implications 
In the light of specialist social policies for people with ID 
such as Valuing People (2001) and Valuing People Now 
(2009), which foster rights, independence, choice and 
social inclusion, knowledge and understanding about 
how people with ID view themselves in terms of their 
social desirability, status, and self-esteem as well as 
their perĐĞƉƚŝŽŶŽĨƚŚĞŝƌŽǁŶĂŶĚŽƚŚĞƌƐ ?ĚŝƐĂďŝůŝƚŝĞƐŝƐ
important. Additionally, addressing the taboo nature of 
disability at an individual level can facilitate 
conversation among policy makers, practitioners, and 
service users to break the vicious cycle of socially 
normative behaviour and inaccurate, negatively 
connoted understanding of intellectual disability.  
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Recent austerity policies in the United Kingdom 
disproportionately affect individuals with disabilities 
(Atkinson, et al., 2012). Sudden loss of services due to 
funding cuts or ineligibility resulting from the national 
threshold implemented with the Care Act 2014 could 
have wide-ranging social and psychological implications. 
Individuals who have primarily developed their sense of 
intellectual disability and themselves in the social 
environment of ID-specific services are likely to 
experience anxiety, confusion, and poor self-esteem 
when forced into a social context that systematically 
discriminates against them. Better understanding of 
how individuals with ID conceptualise themselves and 
intellectual disability is key to safeguarding their 
interests and psycho-social health in the midst of 
fluctuating service provision. Additionally, empowering 
individuals with ID to develop vocabulary and 
understanding is necessary to facilitate their 
participation in the national dialogue about policies with 
massive consequences on their quality of life. 
At a systems level partial or non-existent 
terminology could pose a serious challenge to person-
centred action, choice-making, and political movement 
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in this population. As Oliver and Barnes (1998) suggest, 
the self-advocacy movement cannot thrive unless its 
participants are capable of engaging in discourse and 
challenging unjust paradigms. Moving from the 
experiential understanding of disability into the 
discursive understanding is a key to furthering the 
disability rights movement (Oliver and Barnes, 1998). 
Beart (2005) suggests that the primary barriers to 
ŝŶĚŝǀŝĚƵĂůƐĐůĂŝŵŝŶŐƚŚĞůĂďĞůŽĨ “ĚŝƐĂďůĞĚ ?ĂŵŽŶŐƐƚƚŚĂƚ
ƉŽƉƵůĂƚŝŽŶ ĂƌĞ  “ƉĞŽƉůĞ ǁŝƚŚ ůĞĂƌŶŝŶŐ ĚŝƐĂďŝůŝƚŝĞƐ ŶŽƚ
having access to the meanings and discussions about 
 ‘ůĞĂƌŶŝŶŐ ĚŝƐĂďŝůŝƚŝĞƐ ? ĂŶĚ ƚŚĞ ĞŵŽƚŝŽŶĂů ŝŵƉĂĐƚ ŽĨ ƚŚĞ
ůĂďĞů ?  ?Ɖ ?  ? ? ? ? ? dŚĞƐĞ ƚǁŽ ĐŽŵƉŽŶĞŶƚƐ ? ǁŚŝĐŚ ĂƌĞ
essentially the poor comprehension of disability 
terminology and self-degradation stemming from 
negative judgements of others as reported in this study, 
appear repeatedly in the literature as obstacles to 
healthy and comprehensive identification with disability 
(e.g Cunnigham & Glenn, 2004; Li, 2004; Jahoda & 
Markova, 2004). The interplay between these variables 
is mediated by the maladaptive definitions of disability 
produced by individuals without access to more positive 
models, as exemplified in the theory produced above. 
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Further study into how increasing knowledge and 
encouraging a cultural shift away from valuing normalcy 
impacts self-concept and understanding of disability is a 
valuable next step after the conclusion of this study.  
Findings from this study and past literature suggest that 
conceptualising disability in a more precise manner 
could pose a challenge to the negative appraisals made 
by oneself and others, which in turn may limit the value 
placĞĚ ŽŶ ďĞŚĂǀŝŽƵƌ ƚŚĂƚ ĂƉƉĞĂƌƐ  “ŶŽƌŵĂů ? ĂŶĚ
encourage self-expression and individuality. 
Investigation into methods of shifting the cultural 
understanding of disability is imperative for ensuring 
the human rights of the population with ID. A 
comprehension of ID and self situated in the context of 
disability are essential to full inclusion, equality, and 
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